| NOTE ON AUTHORS AND TERMINOLOGY USED IN THIS ARTICLE
The authors are academic researchers with long and varied experience in conducting inclusive research, based in United Kingdom and Australia. The authors refer to research conducted in different countries, in which diverse terminology relating to people with cognitive impairments-including intellectual disabilities, learning disabilities and learning difficulties-is used. People with this disability use the term intellectual disabilities in Ireland, Australia and New Zealand, while in the United Kingdom, the terms learning difficulties or learning disabilities are used. The authors decided to use the term people with intellectual disabilities, given the cross-cultural nature of this article; however, the authors remain troubled by the differences in terminology.
There is also a wide range of terms used, when it comes to researchers with intellectual disabilities involved in inclusive research. These include "co-researchers," "participant researchers." In the absence of an agreed term, the authors have opted to use the term "co-researchers" when referring to researchers with intellectual disabilities because the authors believe that both they and academic researchers with whom they may work have distinctive roles in the research and because "co" suggests an equal but different contribution and has the implication of "collaborative." However, the authors also recognize that some writers see this distinction as inequitable.
For example, in a seminar dedicated to identifying common ground between participatory research with people with intellectual disabilities and participatory research conducted with other groups, Toby Brandon and Caroline Kemp argued against the term preferring to use "researcher" for all in that, "you are either a researcher or you are not" (Seale, Nind, Tilley, & Chapman, 2015, p. 488) .
| WHAT IS THE PROBLEM?
It is perhaps surprising that after at least two decades of inclusive research, and calls for its contribution to knowledge to be validated (Nind, 2014) , very little literature addresses the question of its added value. Perhaps because of its values-based origins, it is also rare to WALMSLEY Et AL. find attempts to evaluate or assess its impact in practice. Slaley (2009) argues for strengthening the evidence base for assessing the impact of involvement and finding more nuanced ways to capture it.
If there is one thing on which all can agree, it is that inclusive research costs more, takes more time and involves more people than research, which is undertaken by trained University researchers acting alone. This was noted by Grant and Ramcharan in relation to the English Learning Disability Research Initiative (2007) . Money had to be found to pay for supporters, translation of existing research into accessible formats, easy read documents and elongated time scales. This applies whether or not co-researchers are paid for their contributions.
There is also the task of training co-researchers, something described by Inglis and Cook (2011) . Co-researchers rarely have much experience of research when they begin work. They have not had the benefit of higher education, have not undertaken a PhD or similar preparation, are unlikely to be familiar with the literature or research methods, and may well need quite practical support even to get to meetings or field work. There is also a greater need for face-to-face, as opposed to electronic means of communication.
The sheer numbers of people involved in inclusive research teams can make the process cumbersome. Flood, Bennett, Melsome, and Northway (2012) argue that co-researchers need a dedicated support worker as well as an academic co-researcher if their contribution is to be maximized. In the project they describe, the personal assistant's role was not only to help with practicalities such as transport, but also to support the co-researchers in reading, interviewing and preparing reports. This argument has merit, however, it meant that the team consisted of seven people; one academically trained research assistant, three co-researchers and three personal assistants.
Working inclusively can take up considerable time. After 2 years of working alongside a co-researcher and her personal assistant, both of whom had been appointed to paid positions after a competitive selection process, Sue Ledger estimated that of her 5-day week, two needed to be devoted to supporting the co-researcher, to learn how to do a literature review, undertake data analysis and present in public (S. Ledger, personal communication, October 10, 2016) .
Given that inclusive research, when performed carefully, inevitably increases costs and extends timescales, this article addresses the question: What does added value mean in relation to inclusive research and in what circumstances does inclusive research add value? While the term added value is used frequently in papers on inclusive research (see for example Koenig, 2012) , it is rarely defined. Rather, there is an assumption that the authors all know what added value means. In this study, the authors define added value in terms of the contribution inclusive research makes to the quality of the research process and outcomes, and in terms of its effects on those involved in it (National Institute for Health Research, n.d.; University of London, n.d.).
The authors are not concerned in this study with the added perspective which focuses on a monetary return for the investment in the research. The authors reflect upon "inclusive research" with people with intellectual disabilities at a time when academics using inclusive research are identifying the need to move beyond the first generation of inclusive research, preoccupied with questions of how to do it well, to questions of outcome: "More attention will be paid to the knowledge generated by inclusive research and the authors will have stronger, better articulated grounds for arguing its credentials." (Nind, 2016, p. 196) The authors seek to rise to this challenge by reviewing where inclusive research has added value through a review of the published academic literature. The authors take issue with Nind's (2016) claim that questions about how the authors can research inclusively are largely answered. The authors argue that debate on this remains to be resolved and that calls for a second generation focussed primarily on outcomes rather than process are premature.
Furthermore, the authors argue that co-researchers add value through bringing something unique to the research enterprise. This is in contrast to the approach adopted by numerous teams, to seek to "teach" co-researchers with intellectual disabilities to become "real researchers," able to understand the literature, analyse data and select appropriate methodologies (e.g., Dias et al., 2012; Kramer, Kramer, García-Iriarte, & Hammel, 2011; Stevenson, 2014) . However, the authors propose in this article that the value of inclusive research is that co-researchers bring something different and unique which brings added value to a research project. They may also have a role in using the research to achieve positive social change. This is not to preclude training in research for those people with intellectual disabilities who wish to undertake it. Rather, the authors would argue that their involvement in research may be motivated by a particular concern or issue which they wish to address rather than becoming academic researchers.
Finally, the authors develop Nind and Vinha's quality criteria (2014, p. 44) , proposing that more attention needs to be paid to sharing the insights from inclusive research practice with a much wider community, if the aspiration of inclusive research that "the research makes an impact on the lives of people with learning disabilities" (Nind & Vinha, 2014, p. 44) is to be fully realized.
| THE HISTORICAL CONTEXT
To understand the added value of inclusive research, the authors need to understand how inclusive research emerged at a particular point in time. It is not possible to understand how inclusive research developed in its early stages without considering the history of the disabled people's movement. It emerged from the struggle for equality in the later twentieth century (Walmsley & Johnson, 2003) , part of a rights movement which asserts "nothing about us without us" (Aspis, 2000) . Meeting this aspiration came to dominate inclusive research practice.
It is hard to overstate the influence of Social Role Valorisation (SRV) (Wolfensberger, 1980) on inclusive research practice. At the time inclusive research emerged, in the late 1980s (Walmsley & Johnson, 2003) , SRV was the dominant ideology in intellectual disability (Race, 1999) . Inclusive research came to be seen as an ideal vehicle to promote valued social roles for people with intellectual disabilities (Walmsley & Johnson, 2003) . Being a researcher is itself a "valued social role" and meets the requirements laid out by Wolfensberger (1980) of valued participation, with valued people, in valued activities, in valued settings. Furthermore, being a researcher brings with it the opportunity to develop "valued" skills, and, possibly, paid employment. If SRV is a principal driver of inclusive research, then the (academic) researcher's role is akin to an advocate-there to enable devalued people to find a heard voice, and to act as a bridge into association with people who are socially valued. In this world view, the academic researcher also has the duty to promote a positive image of people with intellectual disabilities (Booth & Booth, 1994; Walmsley & Johnson, 2003) . It became the academic researcher's role to further the positive social image of a person with a disability and to enable them to be as much like a "real researcher" as possible. It is this desire to promote valued social roles, the authors would argue that leads inclusive research teams to focus, some might say excessively, on coresearchers learning how to do "proper" research. SRV also suggests that the research is primarily about a "gift" of a valued social role to people with disabilities, stressing their impairment rather than their abilities. Further it suggests that the research itself should promote a positive image of people with disabilities without making the distinction between those people who are co-researchers and the findings from the research itself.
Inclusive research was also influenced by the need to meet the challenges laid down by Oliver (1992) and Zarb (1992) to change the social relations of research production, advocating that people with a disability are in control, "emancipatory research." This goes beyond participation. No longer was it enough to include people with intellectual disabilities in research projects, as advisers and/or co-researchers, to teach them how to do a literature review or a conference presentation. Rather, disabled people/people with intellectual disabilities should be the initiators and drivers of research. In this view of the world, academic researchers are a means to an end, no longer allies, but expert consultants who carry out the wishes of people with a disability. Fully emancipatory research has been an elusive goal with people with intellectual disabilities. The authors found only two examples in the search of the peer-reviewed literature described below (see Methods Section). Nevertheless, it has had a discernible influence.
In 2000, Simone Aspis, who described herself as a "disabled woman with learning difficulties" (Aspis, 1999; p. 73) , challenged the place of non-disabled people at all in researching the history of intellectual disabilities (Aspis, 2000) . Although they have since changed their views, in 2004 Carlisle Research Collaborative, a group of researchers with and without intellectual disabilities, condemned research, which is not started and controlled by people with intellectual disabilities. The group argued that where they are not completely included, they are rejected (Townson et al., 2004, p. 73) . Statements such as these illustrate the aspiration for projects to meet the goals set by Zarb (1992) and Oliver (1992) , to change the relations of research production, and position the academic researcher as an expert consultant, accountable to the people with a disability controlling the project.
These values-based positions, which have, the authors would argue, dominated inclusive research methodology and have led to academics seeking to find ways to equip people with intellectual disabilities with the skills associated with academic research. Our argument in this study is that while this may be a necessary component in some research, the main added value of inclusive research is that people with intellectual disabilities bring something unique to the research process and to the quality of the research.
| WHAT ARE THE GAPS?
Inclusive research in intellectual disabilities has been heavily influenced by both of these values-based ideologies (i.e., SRV and emancipatory research), which set out to change the world through changing attitudes and ways of thinking and acting. In the microcosm of research teams, there has been an aspiration to create a different world, one where power is shared, where people with intellectual disabilities have respect and valued roles. This has at times come to prevail over the need for the research to be credible and productive, hence calls, like Nind's, for a "second generation" to move away from an obsession with process. As Fyson and Fox (2014, p. 251) put it: "Spending time to make meetings inclusive is important, but continually focusing on matters of process and losing sight of wider outcomes is problematic." Further, it has been argued that attention to the process of achieving an inclusive process has at times taken precedence over ensuring that the research has an impact beyond the immediate team.
Hence, the calls for a shift of emphasis to consider outcomes (Fyson & Fox, 2014) .
The tendency to focus on the process of inclusive research, rather than its content and impact, is well demonstrated in the following list of benefits of including an advisory group of "service users" (sic) in the LDRI (Grant & Ramcharan, 2007) . According to these authors, the service users:
• offer different perspectives;
• help to ensure that research priorities are important and relevant to them;
• measure outcomes important to them;
• help to recruit their peers for research projects;
• help access hard-to-reach groups;
• assist or control dissemination and use of findings;
• become empowered through taking part; and
• become engaged in the politics of service change.
As is obvious from this list, most of the benefits are related to the research process, and very few benefits (with the exception of the last point) are related to the end game of the research, which is its impact on lives of the people, with whom it is concerned.
| WHAT IS THE ARGUMENT?
The authors propose that it is premature to talk of moving from first to second generation of inclusive research. Rather, it is important that the authors recognize what added value co-researchers bring, and in what circumstances they add value. Further, the authors argue that
process does matter. If ways can be found through collaboration in research projects to create shared spaces, and work fruitfully together, then attention needs to be also paid to sharing the insights from inclusive research practice (both process and findings) with a much wider community who can use it to make change. Only then can the aspiration of inclusive research that "the research makes an impact on the lives of people with learning disabilities" (Nind & Vinha, 2014, p. 44) be fully realized.
| METHODS
The authors used Nind and Vinha's recent work on inclusive research to frame the literature review. Nind and Vinha's list emerged from research which involved a series of focus groups held in the United Kingdom in 2012/13, which invited participants-drawn from academia, experienced co-researchers and fundersto discuss how to do research inclusively, and do it well (Nind & Vinha, 2012) . Nind and Vinha subsequently analysed the focus group data and proposed that … good social science meets good inclusive practice when:
1. The research answers questions the authors could not otherwise answer but are important.
The research reaches participants, communities and knowledge in
ways that the authors could not otherwise access. The keywords used for searches were as follows: "inclusive research" OR "participatory research" OR "emancipatory research" AND "intellectual disability" OR "learning disability" OR "mental retardation" OR "developmental disability" (Author 1 & 2, 2017) .
The first author read abstracts of all 110 articles and excluded 52 articles. The second author independently read all abstracts as well and excluded 58 articles. Inter-rater reliability counted using Cohen's kappa was high at κ = 0.8912 (Cohen, 1960; McHugh, 2012) . 
| WHAT ARE THE RESULTS?
Results are reported using Nind and Vinha's list (2012).
| The research answers questions the authors could not otherwise answer but are important
The principal examples illustrating this are those published papers which relate the life stories and experiences of individuals with intellectual disabilities. For example, Amanda published her story of how she recovered from cancer with Irene Tuffrey-Wijne (Cresswell & Tuffrey-Wijne, 2008 ). This led to Butler, Cresswell, Nikoletta and Tuffrey-Wijne's work to disseminate information about cancer to other people with intellectual disabilities; and to develop guidelines for health professionals to break the news (Butler, Cresswell, Nikoletta, & Tuffrey-Wijne, 2012) .
Although in an ideal world, the questions inclusive research seeks to answer are set by people with intellectual disabilities, it is rare to find research commissioned by self-advocacy organizations. For the most part, they are too poor financially to afford such luxuries. The authors found two exceptions in the per reviewed literature. • Members led the research and were supported by a project officer they directly employed.
The organization subsequently used the research to change its ways of operating. The second example was work by Carlisle People First, to investigate the experiences of people with learning disabilities in World War 2 (Dias et al., 2012) . They chose the topic, raised the funding, organized and conducted the research and published an account of it in a prestigious Journal.
| The research reaches participants, communities and knowledge in ways that the authors could not otherwise access
Co-researchers can open the way to reach other participants with intellectual disabilities. This is particularly the case when self-advocacy is the research focus, given the political sensibilities around "Nothing About Us Without Us" (Aspis, 2000) . A good example of this was pro- ( Herron et al., 2015, p. 261) In Strnadová, Cumming, Knox, and Parmenter's (2014) inclusive research study, which focused on well-being of ageing women with intellectual disabilities, the views of the four co-researchers, who were older women themselves, were extremely important in the development of interview questions relevant to life experiences of this population.
Similarly, Dias et al. (2012) in their historical study of World War 2 experiences of people with intellectual disabilities noted that, despite the research team undergoing oral history training (i.e., training in "formal" oral history methods), general conversation used by the co-researcher proved more effective in encouraging people to talk about their experiences. This is important because it suggests that if inclusive research is to be effective, then the knowledge and experience of co-researchers need to be included in the way the research is undertaken. Rigid adherence to academic approaches may in some cases lead to less effective research.
The authors thus suggest that inclusive research adds value when academic researchers learn from co-researchers ways to frame the research for maximum benefit as well as academic researchers sharing their skills when needed. (Tilly, 2012 (Tilly, , 2015 .
| The research involves reflecting upon the insider cultural knowledge of people with intellectual disabilities
The extent to which this needs to be inclusive research rather than in-depth qualitative study is debatable. As it is only the co-researchers' lives that are under scrutiny, there is the asymmetry between researcher and researched which characterizes traditional research. On the other hand, an inclusive research approach gives co-researchers voice not only in providing data, but also in interpreting and sharing it (reference will be provided following the peer-review process). There is, however, a limit to the extent to which people with more complex impairments could take part in such activity-therefore limiting knowledge to that drawn from people with mild level of intellectual disabilities.
| The research is authentic (recognized by the people involved)
While it is rather rare that inclusive research is initiated by people with intellectual disabilities, as discussed above, it is important that the topic of such research is identified as an important issue by the people concerned. It is also important that co-researchers are committed to the topic of such research and that they want to find answers or understand the issue better. This may require that the academic researcher is listening to a group of people with intellectual disabilities who have concern about a topic and is willing and able to work with them to address it. While the authors did not find a suitable example within 52 articles the authors reviewed, the authors felt it is important to provide an example to the readers, although the authors are building here on our knowledge of literature that is not peer-reviewed. A group of men with intellectual disabilities in Ireland were concerned at the closure of a garden at their service where some had worked for many years. They wanted to find out what the garden meant to those working in it and also to use the research to encourage the service which owned it not to close it. The researchers were undertaken by people with intellectual disabilities who interviewed current and previous workers, took photographs of the garden and interviewed managers at the service. This resulted in a book (Minogue et al., 2007) and the continuation of the garden.
| The research makes impact on the lives of people with intellectual disabilities
It is relatively easy to list ways in which taking part in research impacts on co-researchers, but less easy to find examples of inclusive research impacting on the wider population of people with intellectual disabilities and their families.
Of all the benefits listed by Grant and Ramcharan (2007) , the benefits to co-researchers have been most widely highlighted in the academic literature. There is ample evidence that people who have become involved in inclusive research as active participants experience considerable benefits. This is consonant with the principles of action research (Freire, 1996) and has been widely reported in INVOLVE's overviews of public involvement in research such as those by Slaley (2009) and Faulkner (2013) . Such benefits are consistently featured in inclusive research publications. The benefits mentioned by coresearchers included making a difference (Abell et al., 2007) , increased skills and confidence Povee, Bishop, & Roberts, 2014; Walmsley with CEPF 2014; Simons, & Swindon People First Research Team), social benefits (Butler et al., 2012; Cumming et al., 2014; Tilly et al., 2012) and practical benefits such as sorting out personal debts or getting employment (Bigby & Frawley, 2010; Deguara, Jelassi, Micallef, & Callus, 2012; Flood et al., 2012; Tilly et al., 2012) . Williams and Simons and Swindon People First Research Team (2005) , however, argue that perceived benefits need to go beyond this, to awareness of the significance of having a role as a self-advocate researcher; this appears to have proved more elusive. The authors would go further and argue that empowerment of co-researchers is a valuable by-product of inclusive research, but is not an end in itself.
Looking beyond the influence on co-researchers, it is relatively unusual to find inclusive research making a significant difference to the wider populations of people with intellectual disabilities. There are, however, examples of inclusive research teams making an effort to ensure that their work impacts on the lives of a wider population.
An innovative dissemination strategy is described by Povee et al. A salient example of inclusive research potentially making a significant difference to the wider populations of people with intellectual disabilities was the work of Bane et al. (2012) . In their study, a group of inclusive researchers undertook research into relationships in Ireland with 97 adults using focus groups. This made the co-researchers aware that having a sexual relationship with a person with an intellectual disability is illegal in Ireland (Bane et al., 2012) . They used the results of their research to press for a change in the Irish Criminal Law (Sexual Offences) Act 1993, which effectively outlaws sexual relationships with people with intellectual disabilities (unless they are married), and succeeded in persuading an MP to initiate a Private Member's Bill in the Dail (unsuccessful) (Johnson, Minogue, & Hopklins, 2014) . One co-researcher said "we felt more confident speaking about it after conducting the research" (Bane et al., 2012, p. 120) .
A further example of co-researchers becoming actively, if unsuccessfully, engaged in pressing for service change locally is illustrated by the work conducted by My Life My Choice into Annual Health Checks for people with intellectual disabilities in Oxfordshire, England.
This self-advocacy group used their research findings to press for action to increase the number of Annual Health Checks offered locally to people with learning disabilities (Michell, 2012; Walmsley, 2011) .
However, despite consistent pressure on those responsible to address this, alongside equally consistent efforts to find funding to undertake further research, the number of Health Checks offered remained unchanged at under 50% 4 years later (B. Michell, personal communication, November 20, 2016 ).
An important reason to do inclusive research is to share lessons from the process and outcomes of research with people with intellectual disabilities, and those who seek to support them in becoming self-realizing to the maximum of their potential. An example, given recent shifts to Self-Directed Support in Western Europe, Australasia, Canada, the US and Western Europe, is the work undertaken by 
| WHAT ARE THE APPLICATIONS?
The authors set out to explore what does added value mean in inclusive research, and in what circumstances inclusive research is required. The authors reviewed the added value of inclusive research using Nind and Vinha's list. Based on this review, the authors argue that inclusive research is one of many possible approaches to research on issues relevant to people with intellectual disabilities. Given that, inclusive research is more costly and time demanding than academic researcher led methods, there needs to be demonstrable added value.
The authors argue that research training for co-researchers in research methods is only one of many ingredients in inclusive research, and not the most important. The ultimate decision whether research training is required needs to be based on a fit between research design/aims/ expectations, and co-researcher's capabilities and preferences.
The added value of inclusive research is not about giving people with intellectual disabilities a role of co-researchers without any rigour applied to the research and those involved in it. There is a danger that SRV with its emphasis on valued social roles, and image enhancement colours how people approach "co-production" and inclusive research, which does no one any favours, and only leads to lies and cover ups and a sense of failure on both sides. Maybe this is what was alluded to by a comment made in Abell et al. (2007, p. 124) The authors suggest adding to Nind and Vinha's list a sixth criterion of "Finding the Shared Spaces." By this, the authors mean that the process of inclusive research, the extensively documented task of finding ways to work fruitfully together, is possibly its most important added value, if those lessons are widely shared and implemented. To mention just a few examples:
• The importance of accessing and understanding life stories in developing professional practice and giving good support (Cresswell & Tuffrey-Wijne, 2008; Ledger, 2012) .
• Use of film and video to give people who cannot read fluently access to data (Williams et al., 2010) .
• Use of cameras to enable people to record their daily experiences (Povee et al., 2014 ).
• A discursive rather than formal interview approach to help put people at their ease (Dias et al., 2012 ).
• Critical review of questions and information by people with intellectual disabilities to facilitate access by others with intellectual disabilities (Herron et al., 2015) .
At the centre of inclusive research practice has been the challenge of sharing power between academic and co-researchers (Walmsley & Johnson, 2003) . While observers including Fyson and Fox (2014) and Nind & Vinha (2012 , 2016 argue that more emphasis needs to be placed upon outcomes in a second generation of inclusive research, here the authors argue that process findings can be as important. A principal reason for undertaking inclusive research is to explore how to recognize and foster the contributions people with intellectual disabilities can make. Inclusive research is a route to reflection upon some very fundamental issues in the struggle for citizenship. If research can get these relationships right, then it has some useful lessons for the wider system, people with intellectual disabilities, and those who seek to support them in becoming selfrealizing to the maximum of their potential. But only if more effort is put into distilling and using those insights to change the way people work alongside people with intellectual disabilities. The authors would therefore argue that "recognizing, fostering and communicating the contributions people with intellectual disabilities can make" should be an aim for any inclusive research project.
One of the goals of research can be to achieve positive social change. A focus on the process of inclusive research alone runs the risk of impact being restricted to those who work on a particular research project. In our view, there is a need to seriously consider from the beginning of the research and in collaboration with relevant organizations and individuals, how the research findings-both process and outcomes-can be used effectively for a wider population of people with intellectual disabilities.
In the light of the above, the authors propose that Walmsley and Johnson's (2003) definition of inclusive research needs to be updated to better guide the second generation of inclusive research and to reflect its added value. The authors propose that inclusive research is • Research that aims to contribute to social change, that helps to create a society, in which excluded groups belong, and which aims to improve the quality of their lives.
• Research based on issues important to a group, and which draws on their experience to inform the research process and outcomes.
• Research which aims to recognize, foster and communicate the contributions people with intellectual disabilities can make.
• Research which provides information which can be used by people with intellectual disabilities to campaign for change on behalf of others.
• Research in which those involved in it are "standing with" those whose issues are being explored or investigated.
The authors would argue that before moving to a second generation of inclusive research, the authors should capitalize on the learning so far to pinpoint its "added value."
